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A narrative review of acute care nurses’ experiences nursing patients
with intellectual disability: underprepared, communication barriers
and ambiguity about the role of caregivers
Peter Lewis, Ryan J Gaffney and Nathan J Wilson
Aims and objectives. To describe how nurses experience caring for people with
intellectual disability in an acute care setting.
Background. Recent advances in the care of people with intellectual disability in
hospital are primarily based upon the experiences of people with intellectual disabil-
ity and their caregivers. Little is known about the experiences of registered nurses
caring for people with intellectual disability, yet the experiences of nurses in deliver-
ing care largely determine the quality of care experienced by people with intellectual
disability and their caregivers.
Methods. A narrative literature review using electronic database searches was
conducted using variants of the terms disability, nursing and acute care.
Results. Through our reading of the recent literature describing the experiences of
nurses caring for people with intellectual disability in an acute care setting, we
have identified three themes: (1) nurses feel underprepared when caring for
patients with intellectual disability, (2) nurses experience challenges when com-
municating with people with intellectual disability and (3) nurses have ambiguous
expectations of paid and unpaid caregivers.
Conclusion. The enablers of and barriers to the delivery of nursing care in acute
care settings need to be made explicit and researchers and nurses need to collabo-
rate in the development, implementation and evaluation of care delivery strategies.
Relevance to clinical practice. Nurses need to be adequately prepared to care for peo-
ple with intellectual disability. Preparation should include dealing with the complexi-
ties of communicating with people with intellectual disability and practical experience
of doing so in clinical and educational environments that ensure the safety and dignity
of nurses and people with intellectual disability. Nurses need supportive strategies for
developing therapeutic relationships with a range of informal and formal caregivers.
Key words: acute care, experiences of care, intellectual disability, professional
communication, registered nurse, therapeutic relationships
What does this paper contribute
to the wider global clinical
community?
• This paper highlights the dearth
of research into the experiences
of registered nurses caring for
people with ID in acute care set-
tings.
• Registered nurses might feel
underprepared to care for people
with ID, challenged by difficult
communicative interactions, and
ambivalent about caregivers’
roles in providing care.
• More needs to be known about
the experiences of registered
nurses caring for people with ID
in acute care settings to develop
strategies for delivering high-
quality, sustainable care to this
patient population.
Accepted for publication: 25 July 2016
Authors: Peter Lewis, Dip App Sc, BA, PhD, Senior Lecturer,
School of Nursing and Midwifery, Western Sydney University,
Richmond, NSW; Ryan J Gaffney, Nursing Student, BNurs
Advanced Candidate, School of Nursing and Midwifery, Western
Sydney University, Richmond, NSW; Nathan J Wilson, Dip App
Sc, MSc, PhD, Senior Lecturer, School of Nursing and Midwifery,
Ingham Institute for Applied Medical Research, Western Sydney
University, Richmond, NSW, Australia
Correspondence: Peter Lewis, Senior Lecturer, School of Nursing and
Midwifery, Western Sydney University, Hawkesbury Campus, Locked
Bag 3, Richmond, NSW 2753, Australia. Telephone: +61 2 45701352.
E-mail: P.Lewis@westernsydney.edu.au
This is an open access article under the terms of the Creative Com-
mons Attribution-NonCommercial License, which permits use, dis-
tribution and reproduction in any medium, provided the original
work is properly cited and is not used for commercial purposes.
© 2016 The Authors. Journal of Clinical Nursing Published by John Wiley & Sons Ltd.
Journal of Clinical Nursing, 26, 1473–1484, doi: 10.1111/jocn.13512 1473
Introduction
Since the 1980s when the deinstitutionalisation process
increased its pace, people with intellectual disability (ID)
have been supported and cared for in mainstream settings
such as general hospitals. This policy shift has now evolved
into goals to counter social exclusion and achieve wide-
spread individualised support, community living and access
to health services for all people with ID through initiatives
such as the National Disability Insurance Scheme (NDIS) in
Australia (Bigby 2013). Partly due to greater morbidity
than people without ID, people with ID require more fre-
quent and longer periods of hospitalisation for management
of physical conditions than the general population (Ailey
et al. 2015). In the UK, for example, people with ID are
16 times more likely to be hospitalised than the general
population when ambulatory care should have been suffi-
cient to prevent admission (Glover & Evison 2013). In
Canada, this rate is greater at six times more likely (Friese
& Ailey 2015) and the likelihood of hospitalisation
increases further for people with comorbidities such as
schizophrenia or epilepsy (Balogh et al. 2010). Complica-
tions during hospitalisation are also more common for peo-
ple with ID. For example, people with ID hospitalised in
the USA are twice as likely to experience complications,
such as acquired infections, skin breakdown, falls and med-
ication errors, compared to people without ID (Ailey et al.
2015). In addition, people with ID are nearly four times as
likely to experience complications if they have multiple
chronic health conditions (Ailey et al. 2015).
This suggests that nurses working in acute care settings are
going to be responsible for the care of people with ID at
some stage in their careers. Exploring the role of the nurse
and nurses’ experiences during these acute stays will enable a
greater insight into how to minimise negative health and
well-being outcomes for people with ID during hospitalisa-
tion. This is particularly vital in Western countries such as
Australia where people with ID use mainstream health ser-
vices and anyone with a sole qualification, and therefore
expertise, in disability nursing cannot work in mainstream
settings such as acute hospitals (Nursing and Midwifery
Board of Australia, 2015). The delivery of care to this patient
population is complex given the frequency with which they
require hospitalisation and the complications that arise for
them especially when they are diagnosed with multiple
comorbidities.
People with ID are likely to experience suboptimal hospi-
tal care for two reasons. One occurs when the relationship
between nurses and carers of people with ID is not ade-
quately negotiated. This means that the various caring roles
are ill-defined, resulting in confusion, and caregivers might
be excluded by hospital staff (Backer et al. 2009). The
other occurs when hospital staff lack knowledge or skills in
how to care for and communicate with people with ID
(Backer et al. 2009). The physical safety of people with ID
can be compromised by inadequate provision of specialised
nursing care, misdiagnosis and delayed investigations and
treatment due to lack of knowledge or inability of a nurse
to communicate with the patient (Tuffrey-Wijne et al.
2014). These complications have an adverse effect on the
health and well-being of people with ID and can lead to
higher rates of preventable readmission to hospital than is
experienced by the general population (Kelly et al. 2015).
In the UK, guidance is available for nurses who aim to
deliver high-quality care to patients with ID within the
acute care settings. For example, the National Patient
Safety Agency has worked with people with ID to produce
evidence-based guidelines for the appropriate care of people
with ID in the acute care setting (National Patient Safety
Agency, 2004). More recently, Friese and Ailey (2015) have
published evidence-based standards of care covering nursing
interventions to enhance communication, the provision of
safe and accessible healthcare environments and collabora-
tion with support of caregivers. In reality however, the
presence of guidelines or standards in and of themselves
does not guarantee the development of nursing knowledge
and skills. This reality is recognised by researchers into the
care of people with ID in hospital who recently identified
that all healthcare workers have specific training needs in
how to communicate with and provide care to people with
ID (Hemm et al. 2015). Some of the latest Australian
research has reviewed the barriers, as perceived by a range
of stakeholders, towards delivering high-quality care to
people with ID in hospital settings (Brown & Kalaitzidis
2013). The barriers they identified included poor nursing
staff knowledge, communication and skills deficits, identify-
ing special needs deficits, time and staffing shortfalls. Not
surprisingly, exposure to people with ID had a supportive
effect on the attitudes of nurses towards people with ID
(Brown & Kalaitzidis 2013). Although it is important to
know what the barriers are to the delivery of high-quality
nursing care in any given context, a focus on deficit pro-
vides only a partial understanding of ways in which the
quality of care can be improved. A focus on enablers of
care might serve to enhance the opportunity for nurses to
develop strategies for delivering high-quality care to people
with ID.
The only countries who still offer a unique specialist
qualification in ID nursing are the UK and Ireland (Doody
et al. 2012). Nurses in Australia with sole disability
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qualifications are not recognised by the registering authority
as generalist nurses meaning they cannot work in acute care
settings in Australia. However, the interests of nurses spe-
cialising in the care of people with ID in Australia, who
typically work in disability-specific rather than mainstream
settings, are represented by a professional association: the
Professional Association of Nurses in Developmental Dis-
ability Australia Inc. (PANDDA) (Professional Association
of Nurses in Developmental Disability Australia Inc.,
2016). PANDDA has published a set of standards to guide
nurses in caring for people with ID. The six domains of
practice guide the development of therapeutic relationships
between the nurse and patient. The domains include the
establishment of partnerships between nurses and people
with ID, the delivery of care consistent with the patients
holistic needs, the promotion of health and well-being, the
delivery of culturally sensitive care, a commitment to ongo-
ing professional development and a commitment to practice
within legal and ethical frameworks (Professional Associa-
tion of Nurses in Developmental Disability Australia Inc.,
2016).
The domains are clearly not a prescription for the deliv-
ery of high-quality care to people with ID but a set of guid-
ing principles to which nurses in any context – acute care
or home care – might refer. Although professional organisa-
tions such as PANDDA are likely to support the develop-
ment and practice of nurses in a specialty area of practice,
they do not necessarily suggest the availability of practical
help for nurses to achieve sustainable, high-quality practice
in all nursing contexts and settings. Moreover, the use or
utility of such standards of care to acute care nurses is lar-
gely unknown as PANDDA’s membership is primarily
drawn from those remaining nurses working in the disabil-
ity sector rather than acute care settings. Healthcare profes-
sionals working in Australian hospitals, like their colleagues
in other countries, might require fundamental education
and training to understand and support the needs of people
with ID in their care.
We have commenced a programme of research with Aus-
tralian nurses to answer research questions related specifically
to nursing care delivered in mainstream acute care settings.
Our broad areas of research interest are to explore (1) what
personal challenges do nurses experience when delivering
nursing care to people with ID; (2) what personal rewards do
nurses experience as a result of caring for people with ID; (3)
what are the contextual factors that nurses describe as barriers
to the delivery of high-quality care to people with ID; and (4)
what are the contextual factors that nurses describe as
enabling the delivery of high-quality care to people with ID.
The first step in commencing this programme of research is to
clarify what the literature can tell us about acute care nursing
of people with ID.
Aims
The aim of this narrative review was to describe how
nurses experience caring for people with ID in an acute
care setting.
Methods
A narrative approach to this review was undertaken to
summarise, explain and interpret evidence around the topic
of nurse’s experiences of caring for people with ID in an
acute care setting (Mays et al. 2005). A thematic analysis
of the literature was conducted to provide a synthesis of
the findings across the included studies (Mays et al. 2005).
A systematic search of the research literature was con-
ducted using the following five data bases: Medline,
CINAHL, Web of Science, PsycINFO and Cochrane Sys-
tematic Review. The search was conducted in December
2015.
Inclusion criteria
The review included research articles published in English
between 2006–2015 where participants included nurses of
any grade and findings from nursing participants were
reported discretely, and empirical research into nurses’ expe-
riences of caring for people with ID in acute mainstream hos-
pital settings.
Exclusion criteria
Articles excluded from this review were research studies in
which findings from nurses were aggregated with those of
other participants groups such as patients and families;
studies that tested or evaluated healthcare interventions in
people with ID; and nursing care delivered in community-
based, segregated (i.e. disability-specific) or domestic set-
tings.
Search strategy
The following search terms were used: mental* retard* OR
intellectual disabil* OR learning disabil* OR developmental
disabil* OR cognitive disabil* OR intellectual impairment
OR mental deficiency OR mentally defective OR psychoso-
cial retard* AND nurs* OR allied health AND car* AND
hospital* OR care facility OR clinic* treat*. Once
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duplicates were removed, the searches returned a total of
267 references. The abstracts of these references were
reviewed, and once irrelevant references were removed, 14
full-text articles were included. We also checked the refer-
ence lists of the 14 included articles which yielded no addi-
tions to the review. Figure 1 provides an illustration of the
search method.
Results
After individually reading each article, we collectively cate-
gorised the literature over many team meetings into three
broad themes based on our agreed interpretation of the sta-
ted results of the research. The three themes identified are
as follows: (1) nurses feel underprepared when caring for
patients with ID, (2) nurses experience challenges when
communicating with people with ID and (3) nurses have
ambiguous expectations of paid and unpaid caregivers.
Publications included in the review are listed and described
in Table 1 which provides a descriptive snapshot of the
methods, findings and participant groups.
Nurses feel underprepared when caring for patients with
ID
Caring for people with ID requires that nurses access a
range of personal and structural resources. Formal educa-
tion or training as an ideal preparation for nurses delivering
care to people with ID in hospital is a prominent discourse
within the literature reviewed (e.g. Lewis & Stenfert-Kroese
2010, Merrifield 2011, Aston et al. 2014a,b, Cooper et al.
2014). Nurses who engage in disability awareness training
have reportedly been able to improve the experience of
patients with ID when attending hospital and to increase
nurse’s confidence in treating patients with ID (Buchanan
2011).
The types of training that nurses might require vary
between different clinical contexts. For example, a lack of
preregistration training and practice experience has report-
edly adversely affected the quality of care provided to
patients with ID in the accident and emergency (A&E)
department (Sowney & Barr 2006). A lack of training has
led nurses to feel ill-prepared to manage the presenting
patient’s challenging behaviours (Sowney & Barr 2006).
Nurses in the A&E department have reported feeling
undersupported as well as underprepared by a lack of
knowledge about the kind of expert help available to them
when caring for people with ID (Sowney & Barr 2006).
This raises a question about the extent to which nurses are
enabled to develop the skills required to care for patients
with ID while actually practising rather than during the
preregistration period.
Nurses providing end-of-life care to patients with ID
have reportedly felt confident in identifying patients with
end-of-life symptoms despite feeling inadequately trained in
providing end-of-life care to them (Bekkema et al. 2014,
Cooper et al. 2014). As a result of limited training, nurses
also lack confidence in their abilities to provide psychoso-
cial or spiritual care when informing patients and their
caregivers that a person with ID requires end-of-life care
(Cooper et al. 2014). Clearly in this instance, training in
the delivery of palliative care to patients with ID is likely to
be more highly valued by nurses than training in diagnosis
of symptoms. This suggests that effective training needs to
be targeted and tailored for nurses practising in specific
contexts.
As a consequence of a lack of preparation for delivering
care to people with ID in hospital, nurses reportedly experi-
ence a range of emotions. For example, Lewis and Stenfert-
Kroese (2010) compared the emotional reactions of nurses’
delivering care to patients with ID to those of patients with
physical disability (PD). Nurses can feel hopeless and ner-
vous when responsible for the care of people with ID. They
also report feeling frustrated and awkward and are less
likely to feel comfortable, confident, relaxed and optimistic
when delivering care to a patient with ID compared to a
patient with a PD (Lewis & Stenfert-Kroese 2010). Their
feelings of fear and vulnerability can lead nurses to take a















Figure 1 Literature review flow chart.
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on outside caregivers to provide the care that the patient
needs (Sowney & Barr 2006, 2007).
Nurses experience challenges when communicating with
people with ID
Effective communication between nurses and patients is
challenging for both parties even under ideal circumstances.
Nurses’ frequency of interaction with hospitalised patients
with ID is reportedly lower than that with a person without
ID (Drozd & Clinch 2015). Nurses reported having diffi-
culty interpreting nonverbal modes of communication from
people with ID and are confused about terminology, for
example by knowing how to refer to people with ID, which
has inhibited their ability to communicate about people
with ID (Bradbury-Jones et al. 2013).
This suggests that there are likely to be identifiable barri-
ers to communication between nurses and their patients.
First, nurses reportedly perceive the process of communica-
tion with people with ID as being time-consuming in ways
that potentially compromise the quality of care deliverable
(Sowney & Barr 2007, Hemsley et al. 2012, Bradbury-
Jones et al. 2013, Aston et al. 2014a,b). However, having
more time allocated for patient care might not actually
improve communication between nurses and their patients
(Hemsley et al. 2012). Therefore, although nurses might
perceive time constraint as being a barrier to effective com-
munication with people with ID, and this perception influ-
ences their behaviour, it is possible that time constraints are
not the primary barriers to communication.
Second, nurses reportedly sometimes respond to people
with ID in their care as stereotypes rather than as the indi-
viduals present before them. For example, according to
Aston et al. (2014a,b), the two most common stereotypes
associated with children with ID are that they are unable
to communicate or understand and that they are difficult
patients. One consequence of stereotyping might be that
healthcare professionals are reluctant to engage with peo-
ple with ID (Merrifield 2011), potentially reducing the
length of time they are prepared to dedicate to communi-
cating with people with ID. Nurses might be reluctant to
engage in communication with people with ID if they per-
ceive them as lacking the capacity to understand the inter-
action or they perceive them as difficult. Because the
outcome of a given interaction is likely to be uncertain,
nurses might prefer to avoid the discomfort that the uncer-
tainty creates.
Third, people with ID often present to hospital with
inadequate documentation or without any documentation
at all (Sowney & Barr 2007, Bradbury-Jones et al. 2013).
This can hamper the process of diagnosis and the timely
prescription of treatment especially when a person with ID
is unable to communicate with nurses about their present
acute illness (or to provide a medical history) and the per-
son with ID is not accompanied by a carer who knows the
person’s medical history or history of present illness (Sow-
ney & Barr 2007). Although this is about miscommunica-
tion between healthcare professionals specifically within the
context of the A&E department, it has potentially adverse
consequences for people with ID and the nurses caring for
them in other acute care contexts.
Nurses’ ambiguous expectations of paid and unpaid
caregivers
Nurses have one prominent means of managing their feel-
ings of underpreparedness and for overcoming the commu-
nication barriers that they experience when caring for
people with ID. They reportedly rely on paid and/or unpaid
caregivers to provide care to the person with ID while he
or she is hospitalised. However, the presence of paid and/or
unpaid carers in the hospital setting can present challenges
to nurses as well. Nurses might expect paid carers to play
an active role in providing direct support to their patient.
However, this method is fallible because paid carers do not
always fulfil this role (Hemsley et al. 2011b). For example,
paid carers’ attendance in the hospital ward sometimes
interferes with hospital routines, making their presence
unwelcome (Hemsley et al. 2011b). Some nurses give fam-
ily members or unpaid carers higher status than paid carers
because of their experience in caring for the patient.
Nurse’s expectations of paid carers can be unclear. For
example, nurses might expect paid carers to take an active
role in the delivery of specialised nursing care – such as
intimate and personal hygiene – which paid carers failed to
deliver (Bradbury-Jones et al. 2013). Or they might expect
paid carers to take a less active role in patient advocacy
when that is precisely the role that the paid carers embrace
(Hemsley et al. 2011b). The question of role clarity is of
utmost importance to the delivery of high-quality collabora-
tive health care to people with ID (Drozd & Clinch 2015).
For example, nurses overrely on unpaid carers to provide
information about the patient with ID to facilitate care.
Although nurses rely on the information provided, they dis-
cussed experiencing ethical dilemmas about how accurate
the information provided about the patient actually is
(Sowney & Barr 2006). Nurses sometimes expect that the
carer will stay with the patient to ensure appropriate care is
delivered (Sowney & Barr 2007, Drozd & Clinch 2015),
but nurses also sometimes misunderstand the role of unpaid
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carers to provide proxy consent on behalf of the patient in
A&E (Sowney & Barr 2007).
Discussion
This narrative review found that nurses feel underprepared
to provide care for people with ID in acute care settings,
that they experience barriers to communicating with people
with ID and that they have ambiguous expectations of paid
and/or unpaid caregivers in the delivery of care to people
with ID in acute care settings. However, the extent of the
problems associated with nursing people with ID in acute
care settings identified in this review is difficult to deter-
mine even if the nature of those problems is not. As noted
in the findings of this review, nurses might feel more confi-
dent when nursing a person with a PD than one with ID.
This suggests that caring for people with different primary
disabilities in acute care settings would not benefit from a
uniform approach. Further, this review has not found evi-
dence of a ‘disablist nurse’ phenomenon where the nursing
professional claims control over the human needs of the
patient (Illich 1992). Rather, this is an issue specific to the
person’s cognitive impairment as reflected in nurses’
reported feelings of fear and uncertainty, challenges engag-
ing in meaningful or therapeutic communication, and of
the need to negotiate and partner with outside caregivers
of people with ID.
Eight of the published research articles reviewed here
came from the UK compared to three from Australia, two
from Canada (albeit by the same authors and from the
same study) and one from the Netherlands. This is not sur-
prising given that the registering authority in the UK has
retained disability nursing as a clinical speciality and there
are over 21,000 learning disability nurses on the UK Nurs-
ing and Midwifery Council register (The Scottish Govern-
ment, 2012). This is in comparison with approximately
6500 Australian nurses who work in the combined area of
disability and rehabilitation which incorporates clinical
areas such as brain injury and stroke (Australian Institute
of Health and Welfare 2012). Like Australia, the USA and
Canada have not retained a clinical speciality for disability
nurses and following deinstitutionalisation people with ID
use mainstream health services staffed by generalist nurses
(Nehring 2010). That there was such a limited representa-
tion of published research from North America, European
countries and other Western nations such as New Zealand
illustrates the paucity of research in this area to help guide
practice in acute care settings.
Given the complexities associated with caring for people
with ID in acute care settings described in this review, it is
likely that more could be attempted to prepare, train and
support generalist nurses, who have limited to no exposure
to people with ID during their training, to provide high-
quality care to people with ID in acute care settings. During
preregistration nursing education, availability of clinical
placement for students to experience caring for people with
ID is necessarily limited due to widespread deinstitutionali-
sation. Despite this, it is apt to reflect on the reality that
exposure to people with ID is positively associated with
better attitudes towards people with ID (Brown & Kalaitzi-
dis 2013). Instead of clinical placement experience, nursing
schools with laboratory facilities could incorporate the care
of people with ID more fully into this simulated learning
environment. Case studies using actual video footage of
people with ID could be embedded into learning material
involving scenarios that feature people with ID. Alterna-
tively, using people with ID as cofacilitators in tutorial
groups should also be explored as another way to empower
people with ID and help change stereotypically disabling
perceptions. This would at least raise awareness of people
with ID in acute care settings and start to instil confidence
amongst preregistration nurses in delivering their care.
The three challenges of communication highlighted in
our findings suggest the ongoing need for healthcare work-
ers to understand the communication needs of people with
ID in acute care settings. They suggest that healthcare pro-
fessionals need to assess the patient’s preferred mode of
communication; for example, because some patients may be
nonverbal, attempts at verbal communication may not
work at all for that individual (Merrifield 2011). Rather,
the use of nonverbal modes of communication or verbal
communication augmented by symbols/pictures would
potentially be far more effective. The onus is not necessarily
on people with ID to be able to communicate their specific
needs and wants to facilitate the provision of their own
health care. Rather, it is for nurses to take the initiative to
facilitate optimal communication (Hemsley et al. 2011a).
This initiative might be more completely realised if a nurse
feels well prepared and well supported in the care of people
with ID regardless of the acute care context as suggested by
recent studies of the training needs of nurses caring for peo-
ple with ID (While & Clark 2014, Hemm et al. 2015).
It is clear that nurses need to build positive relationships
with caregivers in order to provide high-quality health care
to a person with ID in an acute care setting (Drozd &
Clinch 2015). However, it is also clear that the processes
required for achieving this are not easily followed – espe-
cially in critical care areas of a hospital where a busy
environment produces time constraints that are difficult to
resist. The findings of this review have highlighted an
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ambiguous tension around the inclusion and exclusion of
both paid and unpaid caregivers of people with ID in the
acute care setting. On the one hand, nurses rely on the
knowledge and skills that caregivers bring to the hospital
because they potentially fill a gap in the knowledge and
skills of hospital nursing staff. On the other hand, care-
givers seeking to maintain their relationship with and rou-
tines of the person with ID might be perceived as a
barrier to the delivery of care by nurses adhering to hospi-
tal routines when they conflict with those of the patient.
This ambiguity around performative roles in a range of
areas seems critical to optimise health outcomes for the per-
son with ID. For example, Bradbury-Jones et al. (2013)
refer to an assumption that paid caregivers provide intimate
hygiene support to the person with ID, yet a glance at the
ID-specific literature shows that this is often a skill deficit
for paid caregivers in disability-specific settings, let alone in
acute care settings (Wilson et al. 2009). How nurses in
acute care settings interpret the presence of caregivers at
the patient’s bedside (or their absence from the bedside)
influences how they can form partnerships with caregivers
to deliver high-quality care to patients in an acute care set-
ting.
Future research
As a priority, effective, evidence-based strategies for
preparing registered nurses to care for people with ID in
acute care settings need to be identified and developed.
One of these strategies should include targeted communica-
tion training to promote effective communication between
registered nurses and people with ID. This will necessarily
mean enabling registered nurses to participate in the devel-
opment, implementation and evaluation of practical strate-
gies that they value and adhere to. Research methodologies
based in the critical social sciences, such as Action
Research, would be ideal ways of facilitating such out-
comes.
Facilitating therapeutic relationships between registered
nurses and informal and formal caregivers of people with
ID in hospital is likely to be more challenging because of
the range of caregivers registered nurses encounter. People
with ID might be admitted to acute care settings accompa-
nied by no unpaid family caregivers, other unpaid infor-
mal caregivers, a succession of paid caregivers or any
combination of these. We need to know more about how
Australian registered nurses view ‘caregivers’ of people
with ID generally before we can propose methods for
facilitating partnerships in care with each caregiver vari-
ant. It is easy to imagine the added workload that
registered nurses might experience when engaging in the
process of negotiating working partnerships with a wide
variety of caregivers, but this is what needs to take place
to enable registered nurses to provide high-quality care for
people with ID in acute care settings.
Limitations of the review
We acknowledge that the narrative method that we have
used to conduct this review has some limitations. First, the
particular experiences, preferences and biases of the
authors might have resulted in an unbalanced representa-
tion of the current healthcare situation. Some aspects of the
themes we have identified might therefore be overstated,
and we might have failed to capture other important
aspects of nurses’ experiences. This is an inevitable out-
come of reviewing a body of literature that contains scarce
examples of the phenomenon of interest. Also, because of
the preponderance of studies of caring for people with ID
generated in the UK, findings from this review might not be
generalisable to the experiences of Australian nurses.
Conclusion
In general, nurses do not always feel confident and competent
at providing optimal support for the health and well-being of
patients with ID. Furthermore, we know little about the
experiences of nurses providing care to this patient popula-
tion, especially in acute care settings in Australia where spe-
cialist disability nursing education is no longer provided to
undergraduate students. For strategies designed to improve
the care of people with ID in acute care settings to be success-
ful, the enablers of and barriers to the delivery of nursing care
in these contexts need to be identified in detail and research-
ers and nurses need to work together in the development,
implementation and evaluation of these strategies.
Relevance to practice
• Preparation for registered nurses, who are likely to be
engaged in the care of people with ID during their pro-
fessional practice, should commence during preregistra-
tion training and continue as a professional
development activity after the nurse is registered.
• Preparation should include learning experiences designed
to familiarise registered nurses with the complexities of
communicating with people with ID and to give them
practical experience of doing so in clinical and educa-
tional environments that ensure the safety and dignity of
nurses and people with ID.
© 2016 The Authors. Journal of Clinical Nursing Published by John Wiley & Sons Ltd.
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• Registered nurses need supportive strategies for develop-
ing therapeutic relationships with a range of informal
and formal, paid and unpaid carers.
Acknowledgements
This research was supported by a student scholarship under
the Western Sydney University Undergraduate Research
Program between 1 December 2015–24 February 2016.
Contributions
Study design: NJW, PL; data collection and analysis: RJG,




Ailey S, Johnson T, Fogg L & Friese T
(2015) Factors related to complications
among adult patients with intellectual
disabilities hospitalized at an academic
medical center. Intellectual and Devel-
opmental Disabilities 53, 114–119.
Aston M, Breau L & MacLeod E (2014a)
Diagnoses, labels and stereotypes: sup-
porting children with intellectual dis-
abilities in the hospital. Journal of
Intellectual Disabilities 18, 291–304.
Aston M, Breau L & MacLeod E (2014b)
Understanding the importance of rela-
tionships: perspective of children with
intellectual disabilities, their parents,
and nurses in Canada. Journal of
Intellectual Disabilities 18, 221–237.
Australian Institute of Health and Welfare
(2012) Nursing and Midwifery Work-
force 2011. National Health Work-
force Series No. 2. Cat. no. HWL 48.
Australian Institute of Health and
Welfare, Canberra, ACT.
Backer C, Chapman M & Mitchell D
(2009) Access to secondary healthcare
for people with intellectual disabilities:
a review of the literature. Journal of
Applied Research in Intellectual Dis-
abilities 22, 514–525.
Balogh R, Brownell M, Ouellette-Kuntz H
& Colantonio A (2010) Hospitalisation
rates for ambulatory care sensitive con-
ditions for persons with and without an
intellectual disability-a population per-
spective. Journal of Intellectual Dis-
ability Research 54, 820–832.
Bekkema N, de Veer AJE, Albers G, Her-
togh C, Onwuteaka-Philipsen BD &
Francke AL (2014) Training needs of
nurses and social workers in the end-
of-life care for people with intellectual
disabilities: a national survey. Nurse
Education Today 34, 494–500.
Bigby C (2013) A National Disability
Insurance Scheme; challenges for
social work. Australian Social Work
66, 1–6.
Bradbury-Jones C, Rattray J, Jones M &
MacGillivray S (2013) Promoting the
health, safety and welfare of adults with
learning disabilities in acute care set-
tings: a structured literature review.
Journal of Clinical Nursing 22, 1497–
1509 1413p.
Brown S & Kalaitzidis E (2013) Barriers
preventing high-quality nursing care of
people with disabilities within acute
care settings: a thematic literature
review. Disability & Society 28, 937–
954.
Buchanan D (2011) Caring for inpatients
with learning disabilities. Nursing
Times 107, 16–17 12p.
Cooper M, Gambles M, Mason S &
McGlinchey T (2014) How confident
are nurses that they can provide good
care? Learning Disability Practice 17,
34–39.
Doody O, Slevin E & Taggart L (2012)
Intellectual disability nursing in Ire-
land: identifying its development and
future. Journal of Intellectual Disabili-
ties 16, 7–16.
Drozd M & Clinch C (2015) The experi-
ences of orthopaedic and trauma nurses
who have cared for adults with a learn-
ing disability. International Journal of
Orthopaedic and Trauma Nursing 22,
13–23. doi: 10.1016/j.ijotn.2015.08.
003.
Friese T & Ailey S (2015) Specific stan-
dards of care for adults with intellec-
tual disabilities. Nursing Management
22, 32–37.
Glover G & Evison F (2013) Hospital
Admissions that Should Not Happen:
Admissions for ambulatory care sensi-
tive conditions for people with learn-
ing disabilities in England. Improving
Health and Lives. IHAL-2013-2.
Available at: www.improvinghealthand
lives.org.uk (accessed 16 September
2015).
Hemm C, Dagnan D & Meyer TD (2015)
Identifying training needs for main-
stream healthcare professionals, to pre-
pare them for working with individuals
with intellectual disabilities: a system-
atic review. Journal of Applied
Research in Intellectual Disabilities 28,
98–110.
Hemsley B, Balandin S & Worrall L
(2011a) The “Big 5” and beyond:
nurses, paid carers, and adults with
developmental disability discuss com-
munication needs in hospital. Applied
Nursing Research 24, e51–e81.
Hemsley B, Balandin S & Worrall L
(2011b) Nursing the patient with
developmental disability in hospital:
roles of paid carers. Qualitative
Health Research 21, 1632–1642.
Hemsley B, Balandin S & Worrall L
(2012) Nursing the patient with com-
plex communication needs: time as a
barrier and a facilitator to successful
communication in hospital. Journal of
Advanced Nursing 68, 116–126.
Illich I (1992) Disabling professions. In
Disabling Professions (Illich I, Zola
IK, McKnoght J, Caplan J & Shaiken
H eds). Marion Boyars, London, UK,
pp. 11–39.
Kelly CL, Thompson K, Wagner AP,
Waters JP, Thompson A, Jones S, Hol-
land AJ & Redley M (2015) Investi-
gating the widely held belief that men
and women with learning disabilities
receive poor quality healthcare when
admitted to hospitals: a single-site
study of 30-day readmission rates.
Journal of Intellectual Disability
Research 59, 835–844.
Lewis S & Stenfert-Kroese B (2010) An
investigation of nursing staff attitudes
© 2016 The Authors. Journal of Clinical Nursing Published by John Wiley & Sons Ltd.
Journal of Clinical Nursing, 26, 1473–1484 1483
Review Nurses caring for people with ID in hospital
and emotional reactions towards
patients with intellectual disability in
a general hospital setting. Journal of
Applied Research in Intellectual Dis-
abilities 23, 355–365.
Mays N, Pope C & Popay J (2005) Sys-
tematically reviewing qualitative and
quantitative evidence to inform man-
agement and policy-making in the
health field. Journal of Health Services
Research & Policy 10, 6–20.
Merrifield J (2011) Meeting the needs of
people with a learning disability in the
emergency department. International
Emergency Nursing 19, 146–151.
National Patient Safety Agency (2004)
Understanding the Patient Safety
Issues for People with Learning Dis-
abilities. National Health Service,
London, UK.
Nehring WM (2010) Historical perspective
and emerging trends. In Nursing Care
for Individuals with Intellectual and
Developmental Disabilities: An Inte-
grated Approach (Betz CL & Nehring
WM eds). Paul H Brookes Publishing,
Baltimore, MA, pp. 1–17.
Nursing and Midwifery Board of Australia
(2015) Nurses with a Sole Qualifica-
tion in Mental Health Nursing, Paedi-





(accessed 10 May 2016).
Professional Association of Nurses in Devel-
opmental Disability Australia Inc.
(2016) PANDDA. Available at: http://
www.pandda.net/resource-standards-
of-practice.html (accessed 18 January
2016).
Sowney M & Barr OG (2006) Caring for
adults with intellectual disabilities:
perceived challenges for nurses in acci-
dent and emergency units. Journal of
Advanced Nursing 55, 36–45.
Sowney M & Barr O (2007) The chal-
lenges for nurses communicating with
and gaining valid consent from adults
with intellectual disabilities within the
accident and emergency care service.
Journal of Clinical Nursing 16, 1678–
1686.
The Scottish Government (2012) Strength-
ening the Commitment: The Report of
the UK Modernising Learning Disabil-
ities Nursing Review. The Scottish
Government, Edinburgh, UK.
Tuffrey-Wijne I, Goulding L, Giatras N,
Abraham E, Gillard S, White S,
Edwards C & Hollins S (2014) The
barriers to and enablers of providing
reasonably adjusted health services to
people with intellectual disabilities in
acute hospitals: evidence from a
mixed-methods study. British Medical
Journal Open 4, e004606. doi:10.
1136/bmjopen-2013-004606
While AE & Clark LL (2014) Develop-
ment of a competency tool for adult
trained nurses caring for people with
intellectual disabilities. Journal of
Nursing Management 22, 803–810.
Wilson NJ, Cumella S, Parmenter TR,
Stancliffe RJ & Shuttleworth RP
(2009) Penile hygiene: puberty, para-
phimosis, and personal care for men
and boys with an intellectual disabil-
ity. Journal of Intellectual Disability
Research 53, 106–114.
© 2016 The Authors. Journal of Clinical Nursing Published by John Wiley & Sons Ltd.
1484 Journal of Clinical Nursing, 26, 1473–1484
P Lewis et al.
